■ Abstract Background This review traces the 12-year history of an international collaboration of researchers -the WHOQOL Group -who were brought together by the World Health Organisation to develop and produce a cross-cultural measure of quality of life for use in health and health care. Discussion The theoretical and philosophical basis of the WHOQOL instrument is outlined as it evolved throughout the design and adjustment of a reflexive methodology that places an assessment of the users' views at the centre of health care. The stages of research are further expanded and explained in recounting the scientific experience of this unique collaboration. The WHOQOL is available in 40 countries and most majority languages. Adaptations exist for assessing particular conditions, e. g. spirituality, religion and personal beliefs.
Introduction
The term quality of life (QoL) has become a by-word for many politicians, but its measurement has, until recently, remained elusive. Here, we outline the history of a unique collaborative project that was set up through the World Health Organisation (WHO) over 10 years ago, and chart milestones in its progress to the present. The objectives of the WHO programme put forward at the time were health-orientated, political and scientific. The first had to do with the continuous deterioration of the doctor-patient relationship; it was hoped that the widespread utilisation of an instrument measuring QoL would make physicians more aware of the need to listen to their patients and to take their feelings into account during treatment. The second objective was scientific; advances in treatments increased the need to complement the assessment of outcomes of medical interventions by a measure of the effects that interventions had on QoL.
The instrument that the WHO set out to develop had to satisfy the usual psychometric requirements. In addition, however, this instrument, that was intended for worldwide use, had to be simple so as to be easily used, and demonstrably applicable in different cultural settings. Any such instrument would be useful in monitoring multinational clinical trials, epidemiological studies of sick and well populations and in comparing the impact of different conditions on human health and satisfaction. Furthermore, at a theoretical level, it would assist in answering questions about the universality of the QoL concept. The WHOQOL group defined QoL as "an individual's perceptions of their position in life, in the context of the culture and value systems in which they live, and in relation to their goals, expectations, standards and concerns" (WHOQOL Group 1995).
With these aims in mind, the Division of Mental Health at WHO convened an international meeting in 1991, bringing together anthropologists, health psychologists, medical sociologists, psychometricians, policy makers, cross-cultural researchers and clinicians with expertise in the major disease groups. The WHO instrument was to be conceptually novel in that it was to give equal weight to the person's level of functioning -often measured in some methods as a substitute for QoL -as well as the individual's assessment of the importance of that level of functioning for their QoL. Several priority areas would need to be tackled including the assessment of people suffering from severe illnesses or disability, groups like caregivers of the elderly, disabled and distressed, whose QoL was rarely assessed, also people living in highly stressful situations, like migrants and refugees. It was recognised that, while a personal and subjective assessment seemed the most desirable outcome, there was a need to produce the instrument in a manner that would assess QoL in those who were unable to communicate, like stroke victims and those with advanced dementia. This paper reviews the historical development of the philosophy and methodology that has underpinned the WHOQOL project at a time when the body of psychometric work on the main assessments is becoming known, giving attention to some areas of design and conceptualisation that have not been elaborated previously.
■ Early development and conceptualisation of the WHOQOL
A literature review revealed that unidimensional models of QoL were less useful and satisfying to patients and clinicians than multidimensional models. Clinicians often needed to know more about QoL than whether it had simply improved or deteriorated, and this could not be determined from a unidimensional measure. Many want to know exactly in what areas QoL has deteriorated so that they can better target their therapeutic action. On the other hand, patients want to be able to tell health professionals in what areas their QoL has changed. For instance, chronic arthritis patients retain good QoL on some dimensions even though their illness detracts from it on others, so that unidimensional QoL ratings hide more than they disclose. In formulating dimensions of QoL that would be salient and important worldwide, the group that met in Geneva embarked on a creative open-ended exercise to list numerous dimensions and ideas from their professional experience, scientific knowledge and cultural backgrounds. In distillation, 134 facets 2 were clustered into seven domains 3 as the profile was to be scored by domain and facet. A further 21 moderating variables, like race and climate, that might be expected to affect the expression of QoL on all other dimensions were later removed as their status as outcomes per se was ambiguous. Focus groups were then held in the field centres to discuss the cultural relevance of the listed domains and facets. This was important because it enabled us to anticipate from a very early stage some of the problems of gaining semantic, conceptual and technical equivalence between different language versions of the new questionnaire, by finding out which facets were difficult or awkward to discuss or rate in that cultural setting (Sartorius and Kuyken 1994; Skevington 2002).
Two meetings in 1992 indicated widespread agreement about constructing a generic measure of QoL as perceived by the individuals concerned, and investigating whether these constructs and measures were equivalent in different cultures. There would be a generic core of questions common to all people, as well as additional modules of extra questions that could be included when assessing the QoL of people with a particular disease, e. g. cancer, or condition, e. g. chronic back pain. It was agreed to produce common and consensually derived methods using a protocol that all centres would follow throughout instrument development. Because all centres were involved in designing the protocol at each stage, this afforded the opportunity to carry out necessary "fine tuning" to accommodate cultural variations within the instrument and address difficulties arising from these. National versions of the instrument would be supervised through national centres and the data owned jointly by that centre and WHO. National items tapping the specifics of different cultures would round out the concept of QoL for that cultural group, so improving conceptual equivalence and, hence, any comparisons between the different language versions. They would be highly recommended by focus groups as ne-cessary to the full assessment of the concept of QoL in that culture, e. g. skin colour in India, security in Israel and feeling 'fed up' in the UK. National items would also need to be as satisfactory in psychometric terms as the international core items. The collaborating centres were selected to represent different levels of industrialisation and cultural traditions; some already had connections with WHO, while others were invited to join because of their experience of working on QoL.
At this stage, several styles of questioning about QoL were identified and discussed. It was possible to write questions at five different levels, but was it desirable to include them at all these levels of assessment? Objective observed measures enable health professionals to judge functioning and prognosis on the basis of EEG readings, biomechanical activities, etc. Although sometimes used as a proxy for QoL and important,it was argued that they do not measure QoL as a subjective or perceived experience. At a second level, individuals' 'objective' judgements about their own state provide 'objective' self-reports on, for example, how many hours they sleep. Three other self-assessments of internal state are the perceived satisfaction with a given level of functioning, perceived interference with the achievement of goals, and the perceived importance of a particular function (or disturbance of it) to the perception of their QoL.
Information on face validity from field centre discussions enabled facet descriptions and their organisation into parent domains to be reworked and refined during meetings. Discussion focused on such issues as whether the availability of nutritious food and sufficient clean water are indicators of good QoL and, therefore, part of an environment domain. To what extent does an impaired appetite and enjoyment of food affect QoL universally? Is sex predominantly physical, psychological or social? Should relationships with family, friends and spouse be assessed as separate facets or together as personal relationships? Collectively, facet definitions were drafted that were perceived to be important and universal, and this in turn honed the definition of QoL that the group would eventually adopt. Brief scenarios were written to enable lay people who read the facet definitions to consider some concrete examples. Following this iterative and reflexive process, a manual was assembled providing information that could be used by patients of all types, health professionals and community members, including informal caregivers, to generate core questions in focus groups that would be considered for inclusion in the international questionnaire, or by centres as additional national items.
Facet definitions drawn from several sources were couched in operational terms (see Footnote 2) and a literature review, guides and dictionaries and existing QoL questions also informed this work. Questions were positively framed wherever possible to emphasise positive well-being, so avoiding the more usual problem-centred focus of many other QoL instruments. Labels chosen for facets and domains underscored this positive orientation, for example, a 'levels of independence' not 'dependence' domain, and an energy facet that also dealt with fatigue. This ensured that each dimension evaluated both ends of the positive-negative continuum.
This was one of the strengths of the WHOQOL project because it made it possible to write items in the vernacular, reflecting the culture and language from which they arise. This procedure had not been carried out before in the cross-cultural QoL field and, therefore, constituted a changed orientation towards a more user-centred and, therefore, user-friendly approach. This item-writing procedure serves the dual objectives of, firstly, providing a meaningful questionnaire to the users and, secondly, approaching concept validation and question-writing as a participatory and non-patronising activity. The WHOQOL is an instrument that has been designed by the users for the users. For this reason, it avoids some of the problems of misinterpretation and misunderstandings experienced by former generations of instrument makers. The decision to create an instrument relying on patient directives and concerns rather than on conceptualisations of medical professionals has remained important in later work and in developing new modules for particular diseases or conditions.
From these preliminary investigations, the WHO-QOL group agreed the definition of QoL, which was based on the individuals' perceptions of their position in life, and was viewed as being intrinsically influenced by their culture and value systems (WHOQOL Group 1995). This orientation means that the instrument is very well suited to the cross-cultural assessment of healthy as well as sick populations. But, more importantly, this is probably the first definition of QoL to explicitly build in culture as a central and integral part of the concept, rather than as an additional, incidental variable, to be partialled or synthesised out, with the ostensible aim of creating a 'culture free' assessment (FoxRushby 1994). So, here, culture and values are seen as quintessential and integral elements of QoL and not as nuisance variables that hamper a 'clean' assessment.
■ Qualitative phase and designing the instrument
During early 1993, centres used the finalised manual to run focus groups in all the participating field centres. Groups began with an open-ended discussion about QoL and participants rated the most important aspects of QoL to them. These pooled ratings and transcribed discussions were later used to refine the facet and domain list and facet definitions. Transcriptions provided context and meaning in affirming parent domains for each facet. Two moderators guided the discussion of facet definitions; they encouraged participants to suggest questions that might be asked to summarise QoL in that facet.As there would not be many questions for each facet, it was important to tap into the overall impact of, say, negative feelings on QoL, rather than disaggregate it into separate components.
The focus group investigations resulted in a total of 2,500 questions. To reduce these to a manageable number, several criteria were applied. Poorly formulated items and those with great similarity to others were removed. Items were assigned to facet clusters as there were distinctive subgroups within many facets and to ensure that at least one item from each cluster was included in the pilot instrument. A total of 235 items were derived from the slimmed-down global pool and attached to one of 29 facets -all facets were attributed to one of five domains. Spirituality, religion and personal beliefs (SRPB) were spontaneously discussed by focus groups as vital areas pertaining to QoL and health that were absent from the existing structure. This was confirmed as important to QoL in many centres. Consequently, suitable SRPB items were derived from the transcripts that could assess a new sixth SRPB domain (and simultaneously as a single facet) of the WHOQOL. Items were attached to one of five WHOQOL rating scales used in the pilot test. In 1993, work was carried out in each national centre to develop rating scales with appropriate language and interval scaling, that would also have international comparability. Agreement was reached about the international labels that would be attached to the poles of each of five different 5-point scales. Translatable poles were needed in every language to enable respondents to answer questions that asked 'how much . . .' (intensity), 'how completely . . .' (capacity), 'how satisfied', 'happy' or 'good' (evaluation) and 'how often . . .' (frequency) (Szabo for the WHOQOL Group 1996). A fifth response scale on importance had been piloted in a previous WHO international project and was added as acceptable because it had been selected to optimise the discriminative power of the scale.
A range of words was assembled that could be used to answer each of these questions in each language. Participants placed each description on separate 100 mm lines representing the appropriate response scale, and means and standard deviations calculated were used to select the descriptor that would be inserted at the 25 %, 50 % and 75 % points of the interval scale for that centre. Following translation and back-translation, an empirical check was made on the ranked order of descriptors by a new group of lay people.There was also some translation and, hence, cross-checking of these points by other centres, e. g. the Dutch worked with Tamil speakers in Madras.Thirdly,bilingual speakers answered a randomly chosen half of the questions in one language,and the second half in their other language. Where significant differences were found between scores for the two language versions, non-equivalent responses were revised.
At this stage, two types of items were being considered: 'perceived objective' items such as 'How well can you walk?' and 'self-report subjective' items such as 'How satisfied are you with your ability to walk?'. Making full use of the transcripts, panels of question-writers in the centres submitted these two types of question for inclusion.'Perceived objective' questions assess global evaluations of behaviour, states or capacities, and 'self-report subjective' questions address perceived satisfaction or dissatisfaction with these behaviours, states and capacities (WHOQOL Group 1994). However, for some facets it was found that this distinction could not be applied. Through an exercise where independent raters assigned 36 items (randomly drawn from the pool) to either 'perceived objective' or 'self-report subjective' categories, there was only 81 % successful assignment. Only subjective self-report items could be identified for self-esteem, body image, work satisfaction, positive and negative feelings because of their inherently subjective nature, so it was impossible to create suitable items to reflect a perceived objective perspective. Consequently, the group decided to create an instrument developed entirely of statements at the subjective self-report level. Few other QoL instruments had focused exclusively on this aspect, although others had addressed issues from a perceived objective viewpoint and, therefore, a need was identified in the literature to design such an instrument.
■ Constructing the WHOQOL-100
Several important conceptual decisions were made about the instrument and its nature around this time. Firstly, it was decided to focus items on the perception of the effects or outcomes of the disease and the impact of health care interventions. This contrasted with a view of QoL assessment as the aggregation of symptoms, diseases or conditions. By counting symptoms or assessing their intensity, it was argued that it would not be possible to deduce a person's QoL. Quality of life is about the meaning of these symptoms for individuals, and this meaning cannot be calculated from a simple numerical aggregate. Secondly, discussion about the time frame of the instrument raised theoretical questions about the nature of QoL as a psychological entity. Is QoL a mood, attitude, belief or a personality trait? This answer would indicate how long the time frame would need to be. It was agreed that QoL did not have the transience of mood or the permanence and traditional stability of personality states, but a better framework for explaining QoL is the person-environment fit model (French 1973) where individual differences are interpreted in relation to their specific environment or context. Judgements about QoL are affected not only by internal conditions like mood and personality, but also by important environmental features like the actions of other people, chance happenings of nature and other contextual factors. Time frame decisions were tempered by results from cognitive research showing decrements in remembering health states after 2 weeks, and the deteriorating reliability of information recalled over longer periods (e. g. Reville et al. 1976) .A 2-week time frame was chosen for the WHOQOL core items, but none was applied to the importance items, as they appeared less volatile, e. g. 'How important to you is it to be free from pain?'.
From the beginning, the WHOQOL instrument was conceived as having a long form -the WHOQOL-100 -that could be used for comprehensive assessment and research, and a shorter version -the WHOQOL-Brefthat would be valuable in large surveys, where repeated measures were necessary and where the state of the patient precluded long assessment. The WHOQOL was meant to be self-administered, but was also constructed to be interviewer-assisted or administered where patients were unable to read or too ill or infirm to complete it themselves. The instrument was also meant to have clear instructions about use and, because of the way in which it was developed, it was expected that the questions (and response scales) would have a high level of acceptability to the users.
Translation of items and response scales has been carried out using a new procedure throughout this project (Sartorius et al. 1994 ). Several groups and individuals were required to complete a successful translation; a bilingual panel (2-4 people) and monolingual panel (4 people) commented on the translated instrument, with a professional translator. The measure was first translated into the local language by the bilingual group, then the monolingual group identified any incomprehensible or ambiguous language. Both commented on response scale descriptors and instructions. The monolingual group operated solely in the language of the field centre and were not highly educated. Thirdly, the bilingual group reread, commented on and incorporated suggestions from the monolingual group, seeking out further inconsistencies and making amendments.A second professional translator then back-translated the revised instrument into English. The original and back-translated versions were reviewed by bilingual experts at WHO for accuracy and equivalence. Significant discrepancies resulted in further translation and back-translation work that continued until there was a successful transfer of meaning. Lastly, the back-translators reported the summarised procedure and findings.
A comparison of centres that were ostensibly using the same language, e. g. Spanish in Barcelona and Panama City, English in Melbourne, Seattle and Bath, indicated differences in the words chosen by each centre for the three intermediate points of the response scales (Szabo et al. 1996) . This points to cross-cultural differences in the psychological intervals and labels used by people in scaling, even where they share the same language. Because the anchor points at the ends of each response scale were internationally agreed as important and translatable before the scaling exercise began, even with these cultural differences in intermediate labelling, there is still equivalence between centres which enables sound comparisons to be made.
The pilot version of the WHOQOL was organised in response scale blocks to speed completion, and this has continued in subsequent versions. However, certain facets like work, SRPB and mobility were completed en bloc because each required a special rubric to clarify the types of answers required. For example, for working capacity, 'work' was stated to include not only paid work, but all forms of voluntary, unpaid and study work (Table  1) .
It was necessary to know how important every facet of QoL was perceived to be. Initially, focus group participants gave their 5-point ratings, then results from 41 importance ratings of the pilot survey instrument assisted in selecting facets for the final questionnaire. Only facets obtaining a mean rating of 3.0 or more in at least eight of the 15 countries of the pilot test were considered for retention, so that issues of minority interest were avoided in this international instrument (despite their potential importance in some focused studies) because their redundancy for many respondents would add burden and irritation. Importance ratings are still collected as an appendix to the WHOQOL international core items by many field centres. They reflect the priorities of different countries that were expected to be different from the start. Also, they have enabled us to assess the theoretical basis of this work and to provide a means of identifying who has the very poorest QoL .
Item reduction was carried out by first selecting around 1,000 items from a pool of over 2,000 questions using 11 selection criteria. These referred to conceptual issues, e. g. the relationship of questions to their parent facet and domain, to technical issues of administration like choosing shorter items, and to semantic issues like avoiding double negatives. The reduced pool was ranked and rated by every centre to achieve consensus about the best items to include in the international pilot version (325 items). Key conceptual clusters of items were identified within facets; for example, pain and discomfort contained five clusters describing intensity, coping, control, etc. of pain. Ranked clusters showed the importance of the concept to QoL in each culture, then questions were ranked within clusters. The pilot survey data were used to distinguish four items for each of 25 facets of the WHOQOL-100 (Table 2 ). Centre data were examined for non-significant and negative correlations, for non-significant discrimination between sick and well samples, and for overlapping items. Regressions identified which items best explained overall QoL. Structural equation modelling (the WHOQOL Group 1998a) and more recently Rasch analysis (Leplege et al. 2000) have supported the construct validity of the WHOQOL. Conceptual equivalence was addressed by investigating the psychometric performance of the national items, and the best items are now included in their respective language versions (Skevington et al. 1999 ). Validation of the WHOQOL-100 has been carried out on depressed patients in the UK (Skevington and Wright 2001) and Argentina (Bonicatto et al. 2001) , pregnant women in the US (Bonomi et al. 2000) and chronic pain in the UK ).
■ The WHOQOL-Bref
In the development of the WHOQOL-Bref from the WHOQOL-100, 26 items (one from each of the 24 facets plus two general items) were selected. It was necessary that they explained a substantial proportion of the total variance within the WHOQOL-100, also for particular domains and the general QoL facet. The final questionnaire was to be structurally sound in terms of confirmatory factor analysis, and was expected to discriminate between identified or 'known' groups (ill vs. well). The psychometric properties of the WHOQOL-Bref items have been tested using the original pilot data (n = 4,802), field data (n = 4,104) and new data (n = 2,369) from more recent centres, and the results are similar and very good. Analysis of the WHOQOL-Bref items shows that domain scores were very similar to those found for the WHOQOL-100; around 95 % of the total facet score variance was explained for the four domains (range 77 % -91 %). Cronbach's alpha indicated acceptable internal consistency for domains with a marginal result for the small three-item, social relationships domain (physical = 0.83, psychological = 0.75, social = 0.66, environment = 0.80). Domain scores discriminate significantly between sick and well groups (p < 0.001). Confirmatory factor analysis showed an acceptable fit of facets within a four-domain solution, and these four domains loaded onto a second order factor representing global QoL. In the multivariate model, the Comparative Fit Index was moderately high, indicating that the parameter estimates were relatively equivalent across all datasets. Regressions showed that all domains significantly contribute to explaining overall QoL and general health (see WHOQOL Group 1998a , 1998b . Test-retest reliability data (over 2-8 weeks) from four centres showed generally high correlations between answers obtained on two occasions. The WHOQOL-Bref was field-tested in 23 countries (n = 11,830) and good to excellent psychometric qualities confirm a high quality instrument in almost all languages (WHOQOL Group 2003). Recently, it has been validated internationally within a study of the natural history of depression -Longitudinal Investigation in Depression Outcomes (LIDO) -where it was administered to 2,359 depressed primary care patients in Australia, Brazil, Israel, Spain, Russia and the USA. Reliability, validity, test-retest and sensitivity to change analyses show that the WHOQOL-Bref performs according to in- ternational standards (Amir et al. 2003) and is, therefore, ready for use (Table 3) . While the WHOQOL instruments cover all major domains of assessment, they do not provide a detailed evaluation of issues important to the QoL of those with particular diseases and their treatment, e. g. nausea and vomiting during cancer treatment. The procedure for designing adaptations of the WHOQOL through the production of disease-specific modules of items, and the creation of a pilot instrument is identical to that used in developing the core instrument. Starting with focus groups -this time in a minimum of three diverse centres from around the world -it would reassess the existing facet structure to find out whether included facets would be sufficient to assess the QoL of people with the target disease or condition. If the qualitative work indicated that the project was viable, the next step would be a survey and psychometric work.
This programme of work has been completed on several occasions recently and the most advanced of these is about the QoL of people living with HIV/Aids (Skevington and O'Connell 2003). A pressing public health case has been made for the availability of a good quality cross-cultural instrument that would facilitate assessment globally ( (Table 4) .
■ Where do we go from here?
We began with the WHO definition of health and took its positive orientation towards health as something that is 'not merely the absence of disease or infirmity' as the main principle in the creation of an instrument that transcends the problem-centred boundaries necessitated by the clinical consultation and provides a holistic, more balanced view of QoL. The WHOQOL Group continues to expand, and new centres are joining the network using the internationally agreed, standard common protocol that is the 'blueprint' for generating equivalent language versions.
However, there are still important populations whose QoL cannot be assessed, and we may need different methods to adequately obtain reliable judgements of QoL from people challenged by cognitive or communication difficulties, e. g. stroke, dementia, learning disabilities, schizophrenia. Aware of the limitations of our adult age range (up to 65 years), we are developing a WHOQOL-Old for the over-60s that takes account of their special needs and concerns.A children's WHOQOL would be valuable, and this work has started in Thailand (Jirojanakul and Skevington 2000; Jirojanakul et al. 2003) . Although the WHOQOL-Bref is now available in nearly 50 language versions, others have yet to be developed. The 'national' language versions have to be studied to establish whether they are linked to the dominant or majority culture, neglecting the idioms or specific problems of minorities.
The WHOQOL is suitable for measuring QoL in healthy and ill populations and is, therefore, neither a disability assessment nor only a measure of distress. It is the most widely used QoL measure in the world. The broad network of collaboration, and the fact that centres are working with valued populations, promises that in the years to come it will be possible to report on QoL worldwide with a common, validated measure. Subjected to structural equation modelling, our extensive data show a high level of agreement among peoples from the most diverse backgrounds about what constitutes a good QoL and well-being, providing good empirical support for a universalist view (Power et al. 1999 ) and for the hope that the results of QoL investigations will be suitable for use in the development of civic society. 
